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Persons with mental retardation or other developmental disabilities who
live in large public institutions are often vulnerable to abuse and neglect.
Such individuals mental status can affect their ability to communicate
concerns, and many lack family members to advocate on their behalf. As of
1994, more than 62,000 developmentally disabled people lived in 434 large
public institutions certified to participate in Medicaid as intermediate care
facilities for the mentally retarded (ICF/MR). These facilities received more
than $5.3 billion in Medicaid fundsin 1994.

Advocacy organizations, the Department of Justice, and others have
identified continuing problems with quality of care and protection of
residents' rights in some large public institutions for people with
developmental disabilities. Justice investigations have identified serious
injuries and deaths resulting from physical abuse of residents, inadequate
supervision, and failure to evaluate and treat behavioral disorders. Since
1990, Justice investigations have identified dangerous conditionsin 17
large public institutions in 10 states, al of which were certified to
participate in Medicaid.

Because ICFS/MR are financed mostly with Medicaid funds, the states and the
Health Care Financing Administration (HCFA) have primary oversight
responsibility for quality of care in these institutions. State agencies
conduct annual inspections, called surveys, to assess the quality of care
provided and to certify that the institutions continue to meet federal
standards, HCFA develops quality standards and monitors state survey
efforts to ensure that residents of certified institutions receive adequate
protection and care.

‘Although Medicaid also paysfor IcF/MR carein small public facilitiesand private institutions, the
majority of Medicaid funding to support individuas in icrs/ME goesto large public fecilitieswith at least
16 beds.
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in Brief

Because of your concern that developmental disabled individuals are at
risk of mistreatment in large public ICFSMR, you asked that we examine the
role of HCFA, state survey agencies, and Justice in overseeing quality of care
in these public institutions. This report discusses (1) deficient care
practices occurring in large ICFS/MR, (2) whether state survey agencies
identify all serious deficiencies in these institutions, and (3) weaknesses in
HCFA and state oversight of quality of care.

To obtain this information, we interviewed HCFA officials, provider
representatives, advocates, researchers, and other expertsin the field and
reviewed the relevant literature. We analyzed HCFA data on deficiencies in
large public ICFIMR and reviewed a sample of state ICF/MR survey reports.
We also interviewed Justice officials and reviewed Justice Department
investigation reports and other documentation. We conducted our work
between May 1995 and July 1996 in accordance with generally accepted
government auditing standards. A more detailed description of our scope
and methodology appears in appendix I.

Despite federal standards, HCFA and state agency oversight, and continuing
Justice Department investigations, serious quality-of-care deficiencies
continue to occur in some large public ICFS/MR. Insufficient staffing, lack of
active treatment needed to enhance independence and prevent |oss of
functional ability, and deficient medical and psychiatric care are among
those deficiencies that have been frequently cited. In a few instances, these
practices have led to serious harm to residents, including injury, illness,
physical degeneration, and death.

States, which are the key players in ensuring that these institutions meet
federal standards, do not always identify all serious deficiencies nor use
sufficient enforcement actions to prevent the recurrence of deficient care.
Direct federal surveys conducted by HCFA and Justice Department
investigations have identified more numerous and more serious
deficiencies in public institutions than have state surveys. Furthermore,
even when serious deficiencies have been identified, state agencies
enforcement actions have not always been sufficient to ensure that these
problems did not recur. Some institutions have been cited repeatedly for
the same serious violations.

Although HCFA has recently taken steps to improve the process for

identifying serious deficiencies in these institutions and to more efficiently
use limited federal and state resources, several oversight weaknesses
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remain. Moreover, state surveys may lack independence because states are
responsible for surveying their own institutions. The effects of this
potential conflict of interest raise concern given the decline in direct
federal oversight of both the care in these facilities and the performance of
State survey agencies.

Most people with mental retardation, cerebral palsy, epilepsy, or other
developmental disabilities who reside in large public institutions have
many cognitive, physical, and functional impairments. Because their
impairments often limit their ability to communicate concerns and many
lack family members to advocate on their behalf, they are highly
vulnerable to abuse, neglect, or other forms of mistreatment.

As of 1994, more than 80 percent of residents in large public institutions
were diagnosed as either severely or profoundly retarded. More than half of
all residents cannot communicate verbally and require help with such
basic activities as eating, dressing, and using the toilet. In addition, nearly
half of all residents have behavioral disorders and require specia staff
attention, and almost one-third require the attention of psychiatric
Specialists.

The Congress established the ICF/MR program as an optional Medicaid
benefit in 1971 to respond to evidence of widespread neglect of the
developmentally disabled in state institutions, many of which provided
little more than custodial care. The program provides federal Medicaid
funds to states in exchange for their institutions' meeting minimum federa
requirements for a safe environment, appropriate active treatment, and
qualified professional staff.

In 1994, more than 62,000 developmentally disabled individuals lived in
434 large E)ublic ingtitutions certified as ICFS/MR for participation in
Medicaid.” States operated 392 of these institutions; county and city
governments operated 42. The average number of beds in each facility was
170, though facilities range in size from 16 beds to more than 1,000 beds.
Theseinstitutions provided services on a 24-hour basis as needed.
Services
included medical and nursing services, physical and occupational therapy,
psychological services, recreational and social services, and speech and
audiology services.

2Some of these IcFvMR are collocated on a single campus and may be identified as asingle ingtitution for
other than Medicaid purposes.
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Compared with residents in years past, those in large public institutions
today are older and more medically fragile and have more complex
behavioral and psychiatric disorders. In recent years, states have reduced
the number of people living in these large public ICFS/MR by housing them
in smaller, mostly private ICFS'MR and other community residential settings
Large public institutions generally are not accepting many new
admissions, and many states have been closing or downsizing their large
Institutions.

HCFA and State Agency
Oversight

HCFA published find regulations for quality of carein ICFS/MR in 1974 and
revised them in 1988.3 To be certified to participate in Medicaid, ICFS/MR
must meet eight conditions of participation (CoP) contained in federal
regulations. The regulations are designed to protect the health and safety
of residents and ensure that they are receiving active treatment for their
disability and not merely custodial care.* Each CoP encompasses a broad
range of discrete standards that HCFA determined were essential to a
wdl-run facility. The CoPs cover most areas of facility operation, includini
administration, minimum staffing requirements, provision of active
treatment services, health care services, and physical plant requirements
(See app. 1l for amore detailed description of the ICFIMR CoPSs) The eight
CoPs comprise 378 specific standards and elements.

HCFA requires that states conduct annual on-site inspections of ICFS/MR to
assess the quality of care provided and to certify that they continue to
meet federal standards for Medicaid participation. The state health
department usually serves as the survey agency. These agencies may als
conduct complaint surveys at any time during the year in response to
specific allegations of unsafe conditions or deficient care.

If the surveyors identify deficiencies, the institution must submit a plan
correction to the survey agency and correct—or show substantial progn
toward correcting—any deficiency within a specified time period. For
serious deficiencies, those cited as violating the CoPs, HCFA requires that
ingtitution be terminated from Medicaid participation within 90 days
unless corrections are made and verified by the survey agency during a

The current regulations were based in part on standards for institutional care for the development
disabled devel oped by the Accreditation Council on Services for Persons With Developmental
Disahilitiesin the early 1980s.

“4Medicaid regulations define active trestment as training, treatment, and health and related service

that are directed toward (1) the individual's acquiring behaviors necessary for functioning with as
much independence as possible and (2) preventing loss of current function.
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follow-up visit.® If afacility meets dl eight CoPs but has deficiencies in one or
more of the standards or e ements, it may have up to 12 months to achieve
compliance as long as the deficiency does not immediately jeopardize
residents health and safety.

HCFA'S10 regional offices oversee state implementation of Medicaid ICF/MR
regulations by monitoring state efforts to ensure that ICFS/MR comply with
the regulations, HCFA regiona office staff directly survey some ICFSIMR—
primarily to monitor the performance of state survey agencies. In addition,
regional office staff provide training, support, and consultation to state
agency surveyors.

Department of Justice
Oversight

The Department of Justice also has arole in overseeing public institutions
for people with developmental disabilities. The Civil Rights of
Institutionalized Persons Act (CRIPA) authorizes Justice to investigate
allegations of unsafe conditions and deficient care and to file suit to protect
the civil rights of individuals living in institutions operated by or on behalf
of state or local governments.® Justice Department investigations are
conducted on site by Justice attorneys and expert consultants who
interview facility staff and residents, review records, and inspect the
physical environment.

The Justice Department seeks to determine whether a deviation from
current standards of practice exists and, if so, whether the deviation
violates an individual's civil rights. Unlike HCFA, Justice has no written
standards or guidelines for its investigations. Justice Department officials
told us that the standards they apply are generally accepted professional
practice standards as defined in current professional literature and applied
by the experts they retain to inspect these institutions.

Since the enactment of CRIPA in 1980, Justice has been involved in
investigations and enforcement actions in 38 cases involving large public
institutions for the developmentally disabled in 20 states and Puerto Rico.
Asof July 1996, 13 of these investigations remained ongoing, 17 had been
closed or resolved as aresult of corrections being made, 7 continued to be
monitored, and 1 litigated case was on appeal.

5In addition, HCFA requiresthat afacility beterminated from Medicaid participation within 23 days for
any deficiency judged to immediately jeopardize residents health and safety.

5These rights include the right to shelter, clothing, and medical care; the right to be free from harm; the
right to freedom from undue restraint; and the right to minimally adequate treatment.
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Deficient Care
Practices Continue to
Occur in Large Public
ICFSMR

State Medicaid surveys and Justice Department investigations continue to
identify serious deficient care practices in large public ICFS/'MR. A few of
these practices have resulted in serious harm to residents, including
injury, illness, physical degeneration, and death.

Large Public ICFSMR
Violate Medicaid CoPs

As of August 1995, 28 of the 434 large public institutions were out of
compliance with at least one CoP at the time of their most recent annual
state survey. On the last four annua surveys, 122 of these ingtitutions had
at least one CoP violation. (See table 1.) These serious violations of
Medicaid regulations commonly included inadequate staffing to protect
individuals from harm, failure to provide residents with treatment needed
to prevent degeneration, and insufficient protection of residents' rights.

Table 1: CoP Violations in Large Public
Institutions

- Annual surveys R Complaint
Condition of participation Last four Most recent  surveys 1991-94°
Guveming podyand 3=
managemeant a3 in 5
Clent pratections a5 & &2
Facilitysiafng & & 1
Active tr@atmént s-mru;cas o . "5 o - -18 o - ) IS
_C‘.Iient bhehaviorffacility o -
practices 10 1 3
Health care sarvices o ) 2 o 0 1
Physical environement  ~..&a 4o 0
Dietetic servicas 5 1 0
Total CoP violationsin e
facilities® 282 42 18

%In response to speciftc complaints, state survey agencies may conduct full or partial surveys in
ICFs/MR in addition to the required annual survey.

®Some institutions were cited for CoP violations more than once during the 4-year period.

Sources: Annual survey data based on our analysis of HCFA's Online Survey, Certification and
Reporting System database containing the results of the most recent and three prior annual surveys
of each ICF/MR. These were conducted between December 1990 and May 1995. Complaint survey
data for 1991 to 1994 provided by HCFA, Health Standards and Quality Bureau.

Lack of adequate active treatment was the most common CoP violation
cited in large public ICFS/MR. Serious active treatment deficiencies were
cited 115 times in 84 ingtitutions on the past four annual surveys.”

"Some ingtitutions were cited for CoP violations more than once during the 4-year period.
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Eighteen ingtitutions were cited for this CoP deficiency on their most recent
annual survey. Serious active treatment deficiencies cited on the survey
reports included, for example, staffs failure to prevent dangerous
aggressive behavior, failure to ensure that aresident with a seizure
disorder and a history of injuries wore prescribed protective equipment,
and failure to implement recommended therapy and treatment to maintain
aresident's ability to function and communicate.

State surveyors aso frequently found other CoP violations. They found, for
example, residents of one state institution who had suffered severe
hypothermia, pneumonia, and other serious illnesses and injuries as a
conseguence of physical plant deterioration, inadequate training and
deployment of professional staff, failure to provide needed medical
treatment, drug administration errors, and insufficient supervision of
residents. Surveyors determined that the state had failed to provide
sufficient management, organization, and support to meet the health care
needs of residents and cited the facility for violating the governing body
and management CoP.

Other Cop violations found during this period include serious staffing
deficiencies and client protection violations. Surveyors of one state
institution reported deficiencies such as excessive turnover, insufficient
staff deployment, frequent casel oad changes, and lack of staff training. In
this institution, surveyors also found residents vulnerable to abuse and
mistreatment by staff and staff who failed to report allegations of
mistreatment, abuse, and neglect in atimely manner. Other staff who were
known to abuse residents in the past continued to work with residents and
did not receive required human rights training.

State agencies also conduct complaint surveysin large public ICFS/MR in
response to alleged deficiencies reported by employees, advocates, family
members, providers, or others. State agencies complaint surveys found 48
serious CoP violations from 1991 through 1994. The most frequently cited
CoP violations were client protections, cited 22 times, and facility staffing,
cited 11 times. (Seetable 1.)

State survey agencies generally certify that facilities have sufficiently
improved to come back into compliance with federal CoPs. When survey
agencies find noncompliance with CoPs, they may revisit the facility severa
times before certifying that a violation has been corrected. On average, it
takes about 60 days for this to occur.
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Deficient Care Can Result
in Civil Rights Violations

Since 1990, the Justice Department has found serioudly deficient care that
violated residents’ civil rightsin 17 large public institutions for the
mentally retarded or developmentally disabled in 10 states. Its
investigations have identified instances of residents dying, suffering
serious injury, or having been subjected to irreversible physical
degeneration from abuse by staff and other residents, deficient medical
and psychiatric care, inadequate supervision, and failure to evaluate and
treat serious behavioral disorders.

Justice found, for example, that a resident died of internal injuriesin 1995
after an alleged beating by a staff member in one state ingtitution that had
a pattern of unexplained physical injuries to residents. In addition, the
Department found that in the same facility afew years earlier, a
moderately retarded resident suffered massive brain damage and lost the
ability to walk and talk due to staff failure to provide emergency carein
response to a life-threatening seizure. In another state institution, Justice
found facility incident reports from 1992 and 1993 documenting that some
residents were covered with ants and one resident was found with an
infestation of maggots and bloody drainage from her ear. In another
facility, Justice found that a resident was strangled to death in an
incorrectly applied restraint in 1989.

We reviewed Justice's findings letters issued since 1990 for 15 institutions.
The most common serious problems identified were deficient medical and
psychiatric care practices, such as inadequate diagnosis and treatment of
illness; inappropriate use of psychotropic medications; excessive or
inappropriate use of restraints; inadequate staffing and supervision of
residents; inadequate or insufficient training programs for residents and
staff; inadequate therapy services, deficient medical record keeping; and
inadequate feeding practices.

States rarely contest Justice's findings in court. Only two CRIPA cases
involving large public ICFS/MR have been litigated. Department officials told
us that the prospect of litigation usually prompts states to negotiate with
Justice and to initiate corrective actions. The Department resolved 11
CRIPA cases without having to take legal action beyond issuing the findings
letter because the states corrected the deficiencies. In another 12 cases
involving large public ICFS/IMR, states agreed to enter into a consent decree
with the Department.2 About half of these latter cases required a civil
contempt motion or other legal action to enforce the terms of the decree.

8Consent decrees are judicially sanctioned agreements between parties in dispute. In these cases, they
generally specify the actions that the state agrees to take, the time frames for implementing them, and
the type and form of follow-up monitoring to take place.
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State Survey Agencies
Have Not |dentified
All Serious
Deficiencies
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State survey agencies may be certifying some large public ICFS/MR that do
not meet federal standards. Although state survey agencies have the
primary responsibility for monitoring the care in ICFS/MR on an ongoing
basis, HCFA surveyors and Justice Department investigators have identifiec
more deficiencies—and more serious deficiencies—than have state survej
agencies.

Federal monitoring surveys conducted by HCFA regional office staff
identified more numerous or more serious problems in some large public
ICFS/MR than did state agency surveys of the same ingtitutions. According to
HCFA, federa surveyors noted significant differences between their
findings and those of the state survey agenciesin 12 percent of federal
monitoring surveys conducted in large public ICFS/MR between 1991 and
1994. HCFA surveyors determine that significant differences exist when, in
their judgment, they have identified serious violations that existed at the
time of the state agency survey that the state surveyors did not identify.

When conducting monitoring surveys, HCFA regiona office staff use the
same standards and guidelines as state agency surveyors. These federal
surveys are designed to assess the adequacy of state certification effortsin
ensuring that ICFS/MR meet federal standards, and, for public facilities, the
effectiveness of delegating to states the responsibility for surveying and
monitoring the care provided in their own institutions.

Justice also identified more deficiencies—and more serious
deficiencies—in some large public ICFS/MR than did state survey agencies.
Although some deficient care practices found by Justice were aso noted
on state agency surveys of the same institutions, others were not noted by
state surveyors. For example, Justice found seriously deficient care that
violated residents civil rightsin 11 state institutions it investigated
between 1991 and 1995. Of these 11, state agency surveys cited only 2 for a
CoP deficiency even though the state surveys were conducted within a year
of Justice's inspection. The types of serious deficiencies often cited in
Justice reports but not in state agency surveys of the same ingtitution
included deficiencies in medical practices and psychiatric care,
inappropriate use of psychotropic medications, and excessive use of
restraints.
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Severa Factors
Weaken HCFA and
State Oversight
Efforts

Several factors have contributed to the inability or failure of HCFA and state
survey agencies to identify and prevent recurring quality-of-care
deficiencies in some large public ICFS/MR. First, states have not identified
al important quality-of-care concerns because of the limited approach and
resources of Medicaid surveys. Second, enforcement efforts have not been
sufficient to ensure that deficient care practices do not recur. Third,
because states are responsible for both delivering and monitoring the care
provided in most public institutions, state agency surveys of these
ingtitutions may lack the necessary independence to avoid conflicts of
interest. Finally, a decline in direct HCFA oversight has reduced HCFA'S
ability to monitor problems and help correct them. Although HCFA has
recently begun to implement several initiatives to address some of these
weaknesses, others remain unresolved.

Medicaid Surveys
Approach and Resources
May Hinder Problem
|dentification

Differences between the approach and resources of Medicaid surveys and
Justice Department investigations may explain why Medicaid surveys have
not always identified the serious deficiencies that Justice investigations
have. State surveyors examine a broad range of facility practices,
environmental conditions, and client outcomes to ensure minimum
compliance with HCFA standards. Surveys are generaly limited to areview
of the current care provided to a sample of residents in an institution, are
conducted annually, and may last 1 to 2 weeks at alarge public institution.

In contrast, Justice Department investigations are intended to determine
whether civil rights violations exist. They generally focus on deficient care
practices about which Justice has received specific allegations, often
related to medical and psychiatric care. Such investigations may include a
review of care provided to al individualsin afacility, extend over several
months, and include an examination of client and facility records covering
several years to assess patterns of professional practice.

The professional qualifications and expertise of individuals conducting
state agency surveys and Justice's investigations also differ. State
surveyors are usually nurses, social workers, or generalists in a health or
health-related field. Not all have expertise in developmental disabilities.
Although HCFA recommends that at least one member of a state survey
team be aqualified mental retardation professional (QMRP), 17 states had
no QMRPSon thelr survey agency staffs as of March 1996.° Justice's

Medicaid regulations define a QM RP as an individua who (1) has at least 1 year of experience
working directly with people with mental retardation or other developmental disabilitiesand (2) isa
physician, registered nurse, or an individual with a bachelor's degree in a health or human services-
related discipline.
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investigators are usually physicians, psychiatrists, therapists, and others
with special expertise in working with the developmentally disabled.
According to HCFA and Justice officials, Justice Department investigators
generally can better challenge the judgment of professionalsin the
institution regarding the care provided to individual residents than can
state surveyors.

HCFA officials acknowledged that the differences between Medicaid
surveys and Justice investigations could explain some of the differences
between their findings. They told us, however, that they have begun to
implement several changes to the survey process to increase the likelihood
that state surveys will identify all serious deficiencies. These include new
instructions to surveyors for assessing the seriousness of deficiencies,
increased training for surveyors and providers, and implementation of a
new survey protocol intended to focus more attention on critical quality-
of-care elements and client outcomes.

The new survey protocol reduces the number of items that must be
assessed each year and places greatest emphasis on client protections,
active treatment, client behavior and facility practices, and health care
services. The new protocol gives surveyors latitude, however, to expand
the scope of afacility's survey if they find specific problems, HCFA's pilot
test of the new protocol showed that although surveyors identified fewer
deficiencies overall than with the standard protocol, they issued more
citations for the most serious CoP violations, HCFA is conducting training for
state surveyors and providers on this new protocol and plans to monitor
certain aspects of its implementation.

Medicaid Enforcement
Efforts Are Insufficient

Even when state survey agencies identify deficienciesin large public
ICFS/MR, state enforcement efforts do not always ensure that facilities
corrections are sufficient to prevent the recurrence of the same serious
deficiencies. Although state survey agercies almost always certify that
serious deficiencies have been corrected, they subsequently cite many
ingtitutions for the same violations. For example, between December 1990
and May 1995, state survey agencies cited 33 large public institutions for
violating the same CoP on at least one subsequent survey within the next 3
years. Moreover, 25 were cited for violating the same CoP on one or more
consecutive surveys.

HCFA officials told us that the sanctions available to the states under
Medicaid have not always been effective in preventing recurring violations
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and are rarely used againgt large public ICFS'MR. Only two possible sanctions
are available under the regulations for CoP violations: suspension—that is,
denia of Medicaid reimbursement for new admissions—or termination
from the program.® Medicaid regulations do not contain a penalty for
repeat violations that occur after corrective action.

Denying reimbursement to large public institutions for new admissions is
not a very relevant sanction because many of these institutions are
downsizing or closing and are not generally accepting many new
admissions. Furthermore, terminating a large institution from the Medicaid
program is counterproductive because denying federal funds may further
compromise the care of those in the ingtitution. No large public ingtitutions
were terminated from Medicaid for reasons of deficient care and not
reinstated from 1990 through 1994, the period for which data were readily
available.

HCFA officials told us that they were particularly concerned about
institutions where surveyors found repest violations of the same CoPs.
Although the officials have not explored the usefulness of other sanctions
or approaches to enforcement for large public ICFS/MR, they told us that the
newly implemented survey procedure was intended to better identify the
underlying causes of facility deficiencies, possibly reducing repeat
violations.

State Oversight of ICFSMR
L acks Independence

A potential conflict of interest exists because states both operate large
public ICFS/MR and certify that these ingtitutions meet federal standards for
Medicaid participation. States can lose substantial funds if careisfound to
be serioudly deficient and their institutions lose Medicaid certification.
The state survey agency, usually a part of a state's department of health,
conducts surveys to determine whether ICFS/MR are in compliance with
quality standards. It reports and makes its recommendation to the state
Medicaid agency, which makes the final determination of provider
certification. Medicaid rules do not require any independent federal or
other outside review for a state's ICF/MR to remain certified.

HCFA officials, provider representatives, and advocates have expressed
concern that this lack of independence compromises the integrity of the
survey process, HCFA regional officias told us of instances in which state

‘Termination includes not renewing an annua provider agreement or discontinuing an agreement
before its expiration date.
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surveyors were pressured by officials from their own and other state
agencies to overlook problems or downplay the seriousness of deficient
care in large state institutions. Of concern to the state officials in these
instances was the imposition of sanctions that would have cost the state
federal Medicaid funds, HCFA regiona office staff may mitigate the effects of
potential conflicts of interest by training surveyors, accompanying state
surveyors during their inspections, or directly surveying the institutions

themselves.
Federal Oversight Has Direct federal oversight has declined dramatically in recent years despite
Declined Dramatical |y its importance for independent monitoring of the care provided in large

public institutions and the performance of state survey agencies, HCPA'S
primary oversight mechanism has been the federal monitoring survey,
which assesses state agency determinations of provider compliance. As
shown in figure 1, the number of federal monitoring surveys conducted in
large public ICFS/MR has declined from 31 in 1990 to only 5 in 1995.

Figure 1: Federal Monitoring Surveys
in Large Public ICFs/MR, 1990-95
3% Number of Federal Surveys

i Jst
25 Jl 25

15 14

10

1990 Lkl L 1993 1994 1985

Source: HCFA's Online Surveys Certification and Reporting System.
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HCFA began surveying large public ICFS/MR in response to congressional
hearings in the mid-1980s that detailed many instances of poor quality and
abusive conditions in Medicaid-certified institutions for the developmentally
disabled. In 1985, HCFA hired 45 employees, about half of whom had special
expertise in working with persons with developmental disabilities, to
conduct direct federal surveys. Officials from HCFA and Justice, providers,
and experts told us that this effort helped improve the quality of carein
many institutions and stimulate improvements to the state survey process.

The recent decline in federal oversight, however, has increased the
potential for abusive and dangerous conditions in these institutions, HCFA
officias told us that regional office staff have neither conducted sufficient
reviews nor acted on facility deficiencies in recent years because of
competing priorities and resource constraints. According to these officials,
resources previoudy used for federa surveys of ICFS/MR have been diverted
to allow compliance with requirements for increased federal monitoring
surveys of nursing facilities and for other reasons.!! Regional office officials
report that these resource constraints have limited their current review
efforts to mostly private ICFS/MR of six beds or less.

HCFA regional office staff are now less able to identify deficiencies or areas
of weakness and to provide targeted training or other support to state
surveyors. State survey agencies have recently reported a decline in the
number of serious Corviolations in large public ICFS/MR. Y et without direct
monitoring, HCFA cannot determine whether this decline is due to real
improvements in conditions or to decreased vigilance or competence on
the part of state agency surveyors.

Although HCFA officias have expressed concern about the current level of
direct federal oversight of state survey agencies and large public ICFS/MR,
they have no plans to increase resources for these efforts. Instead, HCFA
officials told us they are examining ways to better target their limited
oversight resources. While they are planning to improve their use of
existing data for monitoring purposes, they also plan to develop a system of
quality indicators to provide information on facility conditions on an
ongoing basis. These officias told us that they expect this system of
quality indicators to be operational in about 4 years.

"The Omnibus Budget Reconciliation Act of 1987 required HCFA to conduct federal surveysin5
percent of nursing facilities annually.

Page 14 GAO/HEHS-9%-131 Oversight of ICFSMR



Conclusions

B-265994

The ICF/MR program—intended to provide a safe environment with
appropriate treatment by qualified professional staff—serves a particularly
vulnerable population of individuals with mental retardation and other
developmenta disabilitiesin large public ICFS/'MR. Mogt of these ingtitutions
comply with Medicaid quality-of-care standards. Serious deficiencies
continue to occur, however, in some institutions despite federal standards,
oversight by HCFA and state agencies, and continuing investigations by the
Department of Justice.

States are the key playersin ensuring that ICFS/MR meet federal standards.
Although their oversight includes annual on-site visits by state survey
agenciesto al large public ICFS/MR, these agencies have not identified all
instances of seriously deficient care, HCFA reviews and Justice Department
investigations have identified some instances of deficient care, including
medical care, that were not reported in state surveys. Furthermore, serious
deficiencies continue to recur in some of these institutions.

Effective federal oversight of large public ICFS/MR and the state survey
agencies that inspect them requires that the inspection process be well
defined and include essential elements of health care, active treatment,
and safety; that enforcement efforts prevent the recurrence of problems;
that surveyors be independent; and that HCFA officials have sufficient
information to monitor the performance of institutions and state survey
agencies. The approach and resources of Medicaid surveys, the lack of
effective enforcement mechanisms, the potential conflicts of interest
occurring when states are charged with surveying the facilities they
operate, and the decline in direct federal monitoring efforts have all
weakened oversight of large public ICFS/MR and state survey agencies.

HCFA has begun to implement changes to the structure and process of state
agency surveysof ICFS'MR. The new approach to surveys may result in
identifying more serious deficiencies in large public institutions. This
change, and others that HCFA is implementing to more efficiently use
limited federal and state resources, may also reduce the impact of some of
the other weaknesses we have identified. Nonetheless, the lack of
independence in state surveys coupled with little direct federal monitoring
remains a particular concern, HCFA needs to strengthen the oversight of its
ICF/MR program and collect sufficient information in atimely manner to
assess the effectiveness of the new approach in identifying and ensuring
the correction of deficient care.
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To improve HCFA's oversight of large public ICFS/MR, we recommend thet the
Administrator of HCFA

assess the effectiveness of its new survey approach in ensuring that
serious deficiencies at large public ICFS/MR are identified and corrected;
take steps, such as enhanced monitoring of state survey agencies or direct
inspection of institutions, to address the potential conflict of interest that
occurs when states are both the operators and inspectors of ICFS/MR; and
determine whether the application of awider range of enforcement
mechanisms would more effectively correct serious deficiencies and
prevent their recurrence.

HCFA and the Justice Department reviewed a draft of this report and
provided comments, which are reproduced in appendixes 111 and 1V. Both
agencies generaly agreed with the information provided in this report. In
thelr comments, HCFA and Justice recognized the need for improvementsin
government oversight of the ICF/MR program to ensure adeguate services
and safe living conditions for residents of large public institutions, HCFA
also provided technical comments, which we have incorporated as

appropriate.

HCFA is implementing a new survey approach and in its comments agreed
with our recommendation that it should assess the effectiveness of this
approach. To monitor the implementation of its new approach, federal
surveyors will accompany state surveyors on a sample of facility surveys,
including a minimum of one large public ingtitution in each state, HCFA
plans to analyze the results of these monitoring surveys to determine,
among other things, whether the new protocol, as designed, is applicable
to large public ingtitutions. These are steps in the right direction. Given the
serious problems we have identified in ICFS/MR and in state survey agency
performance, we believe HCFA must move quickly to determine whether
the new survey process improves the identification of serious deficiencies
at large public institutions and make appropriate adjustments if it does
not.

In its comments, HCFA did not propose specific measures to address our
recommendation on the potential conflict of interest that occurs when
states are both operators and inspectors of ICFS/MR. HCFA stated that
resource constraints have resulted in a significant reduction of onsite
federal oversight of state survey agencies and of care in large public
ICFS/MR. We believe that HCFA'splan to increase its presence in the fidld as
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part of monitoring implementation of the new survey protocol may reduce
the impact of potentia conflicts of interest at some institutions. However,
HCFA must find a more lasting and comprehensive solution to strengthen
the independence of the survey process by program improvements or
reallocation of existing resources to enhanced monitoring or direct
inspection of ingtitutions.

HCFA agreed with our recommendation that it determine whether a wider
range of enforcement actions would bring about more effective correction
of serious deficiencies and prevent their recurrence, HCFA plans to assess
whether awider range of mechanisms would be appropriate for the ICF/MR
program on the basis of an evaluation of the impact of alternative
enforcement mechanisms for nursing homes due to the Congress in 1997.

As arranged with your offices, unless you publicly announce its contents
earlier, we plan no further distribution of this report until 30 days from its
date of issue. We will then send copies to the Secretary of the Department
of Health and Human Services; the Administrator, Health Care Financing
Administration; the U.S. Attorney General; and other interested parties.
Copies of this report will be made available to others upon request.

If you or your staff have any questions about this report, please contact me
at (202) 512-7114 or Bruce D. Layton, Assistant Director, at (202) 512-6837.
Other a0 contacts and contributors to this report are listed in appendix V.

ot ol

William J. Scanlon
Director, Health Financing
and Systems Issues
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Scope and Methodol ogy

To address our study objectives, we (1) conducted areview of the
literature; (2) interviewed federa agency officials, provider and advocacy
group representatives, and national experts on mental retardation and
developmental disabilities; (3) analyzed national data from inspection
surveys of intermediate care facilities for the mentally retarded (ICF/MR);
and (4) collected and reviewed HCFA, state agency, and Justice Department
reports on several state institutions.

We interviewed officials or representatives from the Health Standards and
Quality Bureau of HCFA; HCFA regional offices; the Administration on
Developmental Disabilities; the President's Committee on Mental
Retardation in HHS; the Civil Rights Division in the Justice Department; the
National Association of State Directors of Developmental Disabilities
Services, Inc.; the National Association of Developmental Disabilities
Councils, the National Association of Protection and Advocacy Systems;
the Accreditation Council on Services for People With Disabilities; and the
Association of Public Developmental Disabilities Administrators.

Datareviewed at HCFA consisted of automated data and reports submitted
by states and regional offices. We analyzed national data from HCFA'S
Online Survey, Certification and Reporting System for state and federal
ICF/MR surveys conducted between December 1990 and May 1995.
Information from surveys conducted before December 1990 was not
available at the time of our review. We limited our analysis of HCFA and state
data on deficiencies to information about institutions participating in
Medicaid as of August 1995. We aso reviewed state agency survey reports
for 12 large public ICFS/MR, 5 of which were also the subject of Justice
investigations between 1991 and 1995.

We reviewed Justice's records since 1990, including findings letters,
consent decrees, court filings and actions, and other supporting
documentation and analyses related to enforcement of the Civil Rights of
Institutionalized Persons Act.

We conducted our work between May 1995 and July 1996 in accordance
with generally accepted government auditing standards.
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Appendix 11

Conditions of Participation

Following are the eight conditions of participation for intermediate care

facilities for the mentally retarded (ICF/MR), as prescribed by the Secretary
and contained in federal regulations.

: The standards that must be addressed under this condition include the

Governi ng BOdy and following: the facility must (1) have a governing body that exercises

M anagement general control over operations; (2) be in compliance with federal, state,
and local laws pertaining to health, safety, and sanitation; (3) develop and
maintain a comprehensive record keeping system that safeguards client
confidentiality; (4) enter into written agreements with outside resources,
as necessary, to provide needed services to residents; and (5) be licensed
under applicable state and local laws.

; : To comply with this condition, the facility must (1) undertake certain
Client Protections actions and provide mechanisms to protect the rights of residents;
(2) adequately account for and safeguard residents funds,
(3) communicate with and promote the participation of residents' parents
or legal guardians in treatment plans and decisions; and (4) have and
implement policies and procedures that prohibit mistreatment, neglect, or
abuse of residents.

ili i Standards for facility staffing include requirements that (1) each

Facil Ity Staffi ng individual's active treatment program be coordinated, integrated, and
monitored by a qualified mental retardation professional; (2) sufficient
gualified professional staff be available to implement and monitor
individual treatment programs; (3) the facility not rely upon residents or
volunteers to provide direct care services; (4) minimum direct care
staffing ratios be adhered to; and (5) adequate initial and continuing
training be provided to staff.

i Regulations specify that each resident receive a continuous active
Active Treatment treatment program that includes training, treatment, and health and

related services for the resident to function with as much self-
determination and independence as possible. Standards under this
condition include (1) procedures for admission, transfer, and discharge;
(2) requirements that each resident receive appropriate health and
developmental assessments and have an individual program plan
developed by an interdisciplinary team; (3) requirements for program plan
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Conditions of Participation

Client Behavior and
Facility Practices

implementation; (4) adequate documentation of resident performance in
meeting program plan objectives; and (5) proper monitoring and revision
of individual program plans by qualified professional staff.

Standards under this condition specify that the facility (1) develop and
implement written policies and procedures on the interaction between
staff and residents and (2) develop and implement policies and procedures
for managing inappropriate resident behavior, including those on the use
of restrictive environments, physical restraints, and drugs to control
behavior.

Health Care Services

Physical Environment

Dietetic Services

To meet the requirements of this condition, the facility must (1) provide
preventive and general medical care and ensure adequate physician
availability; (2) ensure physician participation in developing and updating
each individual's program plan; (3) provide adequate licensed nursing staff
to meet the needs of residents; (4) provide or make arrangement for
comprehensive dental care services; (5) ensure that a pharmacist regularly
reviews each resident's drug regimen; (6) ensure proper administration,
record keeping, storage, and labeling of drugs; and (7) ensure that
laboratory services meet federal requirements.

Requirements under this condition include those governing (1) residents
living environment, (2) size and furnishing of resident bedrooms, (3)
storage gpace for resident belongings, (4) bathrooms, (5) heating and
ventilation systems, (6) floors, (7) space and equipment, (8) emergency
plans and procedures, (9) evacuation drills, (10) fire protection, (11) paint,
and (12) infection control.

Standards under this condition are designed to ensure that (1) each
resident receives a nourishing, well-balanced, and varied diet, modified as
necessary; (2) dietary services are overseen by appropriately qualified
staff; and (3) dining areas be appropriately staffed and equipped to meet
the developmental and assistance needs of residents.
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Comments From the Health Care Financing
Administration
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; {: DEFARTMENT OF HEALTH & HUMAN SERVICES REXEA Care Finangiig ATminisEmon
T

This ADTua|ETIALGT
Wagmngtop, 00, PRa0;

MG -5 5%
T William J. Scanlon
[hrector, Health Svstems Issucs
(& 1 ing Off !
reneral Accounting Office ui.i{
L

FROM:  Bruce G, Viadeek o . U
Administrator

SUBJECT: GAO Draft Report,*Medicaid: Oversight of Institutional Care for the
Mentally Retarded Should Be Strengthened”

We appreciate the opportunity to review your drafi report to Congress concemning the
oversight of institutional care for the mentally retarded, Our comments are attached,
should vou have any questions or require any additional information, kindly contact
Ron Miller of the Executive Secretaniat at (410) T86-3237.

Attachment
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Comments From the Health Care Financing
Administration

Comments of the Health Care Financing Administration CHCFA1
on the General Accounting Office (OAQ'l Draft Report.
"Medicaid: Oversight for the Mentally Retarded
Should be Strengthened”

HCFA is pursuing an ongoing, longterm effort to continuously improve the intermediate care
facility for the mentally retarded (ICF/MR) program. This effort has recently resulted in the
issuance of a comprehensive update to the interpretive guidelines, and the drafting, pilot
testing, and implementation of arevised survey protocol. We are currently involved in a
nationwide training program to train all ICF/MR surveyors on this revised survey protocol. We
have funded a major study of the ICF/MR program to determine what direction HCFA should
take to develop quality enhancement systems for services to people with developmental
disabilities. Throughout each of the efforts, we have arranged for the input and participation of
our partners and stakeholdersin thisMedicaid program.

Two of the initiatives described above are pertinent to this report.

HCFA has recently revised the current survey process. State surveyors still survey onsite each
year to directly examine the providers compliance with the ICF/MR requirements. The
revisions are designed to direct surveyors to focus their attention on the experiences of
individuals who reside in the facility, by requiring more observations of, and interviews with,
the individuals who are served. We have identified 52 fundamental outcomes which
individuals are expected to experience as aresult of the ICF/MR benefit. The revisions aso
give surveyors guidance in the form of Compliance Principles, directed at determining
Condition of Participation level compliance. This should result in more consistent compliance
decisions. This enhanced survey process will be implemented nationally by October 1, 1996.

HCFA isalso in the process of developing along range survey and certification improvement
initiative, using quality indicators. We do not anticipate implementation of this system of
oversight before FY 2000. The future system will necessitate the establishment of a
comprehensive data base of facility-submitted performance and resident characteristics
information.
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Based on the evaluation of this data, using quality indicators, the survey and certification
system will provide facilities with feedback about their performance on aregular basis. The
feedback will include comparisons with their own prior performance and with other
facilities in the state, region, and nation, thus providing facilities with information they
can use to implement continuous quality improvement efforts.

As aresult of this effort, surveyors will flag problem areas before going onsite, and may
schedule specialists, asindicated by the flags, for that survey. Surveyorswill conduct
focused surveys for two purposes: to verify the accuracy of the data provided (random)

and to look at problem areas flagged by the data (specific). It is expected that this method of
oversight will also lead to the identification and sharing of "best practices" information
between facilities.

HCFA will utilize the data base and quality indicators to assess trends in state certification
activitiesin ICFYMR, including publicly funded, large facilities. Thiswill provide a more
effective way of targeting resources to potential problems.

The above two steps are distinct attempts to move towards the ongoing improvement of
services that HCFA sees as a multi-step effort to strengthen servicesin ICFS/MR.

GAP Recommendation

To improve HCFA's oversight of large public ICFS/MR. werecommend that the
Administrator of HCFA:

assess the effectiveness of its new survey approach in ensuring that serious
deficiencies at large public ICFSYMR are identified and corrected:

HCFA Comment

We agree, and have designed an implementation monitoring plan which requires that
Federal surveyors accompany state surveyors on implementation monitoring and support
surveys (IMSS) in 2 percent of the facilitiesin each region, with a minimum number of 2
small facilities and at least one large public facility in each state. Federal surveyors will
compile and analyze the results of these surveys, with one area of analysis focusing on
whether the protocol, as designed, is applicable to large public facilities.

We expect to continue our efforts to improve the effectiveness of the survey system. The
President's 1997 budget request provided for funds to begin the process of identifying,
developing, and implementing quality indicators, and designing and implementing the
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data collection, storage and retrieval methods necessary to implement a data driven survey
and monitoring system that uses quality indicators. A data driven survey and monitoring
system provides for an ongoing off-site analysis of facility performance usinginformation
submitted by the facility. Onsite reviews will focus on areas of potential performance
problems as well as validation of submitted information. As part of this effort, we will
assess the ability of the indicators to provide accurate information about serious
deficienciesin large public ICFSMR.

GAP Recommendation

take steps such as enhanced monitoring of state survey agencies or direct
inspection of facilities to address the potential conflict of interest that occurs
when states are both the operators and inspectors of ICFSYMR; and

HCFA Comment

With our constrained resources, we continue to monitor the states' activity through limited
onsite surveys, complaint follow up surveys, and our general oversight of all state activity.
Congress has reduced the President's budget (Federal administrative costs budget)
reguests for HCFA for the past 3 years, and resources have been cut from all components
of HCFA, while the number of Medicare and Medicaid facilities which require surveys
has grown dramatically. This has resulted in a significant reduction of onsite Federal
oversight of states' performancein certifying ICFSMR.

GAP Recommendation

determine whether the application of a wider range of enforcement
mechanisms would bring about more effective correction of serious
deficiencies and prevent their recurrence.

HCFA Comment

HCFA has implemented a menu of various enforcement mechanisms for nursing homes.
These aternate remediesinclude: directed in-service training; directed plan of correction;
denial of payment for new admissions; civil money penalties; and, temporary management.
A report evaluating the effectiveness of this effort is due to Congressin 1997. Based on
the evaluation of the impact of alternate remedies in nursing homes, we will assess
whether it islikely that awider range of enforcement mechanisms for the ICF/MR program
would bring about more effective correction of serious deficiencies and prevent their
recurrence. If necessary, alegisative proposal will be developed.
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Comments From the Department of Justice

1.5, Department of Justice

Civil Rights Division

e of the Sasilom Anormd Dl Hhwhiegion, D0 NOF5

Dugust 6, 1596

William J. Secanlon

Director, Health Finanging and
Systems Issues

U.5. Seneral Bccounting Office

HGE/Room 500

441 G Seraer, M.W.

Washington, D.C. 20548

Dear My. Ecanlon:

Thank you for the cpportunity o veview and comment an a
graft of the United States General Accounting Qffice’s reporc
entitled Medicaid: ergicht of Tnstjitutd ] i i

r =4 chenld Be Strengthened. The report raiaes
significant issues about the critical need for appropriate
governmental éversight to ensure adeguate sgervices and living
conditions in the more than 400 large public institutions across
thig mation currently serving more than €2, 000 people with mental
retardation and other developmental digabilities.

The Civil Rights of Imstituticoalized Persons A=t (CRIPR),
42 B.8.2. § 1597 g1 seg., gives the Attorney General of the
Unitad Scates the authority to protect the fundamentsl rights of
individuals living im a wide wariety of publicly opesraved
institutions, including facilitlies serving peopls with mencal
retardation, psychietriec hospitals and other mental health
faciiities, nursing homes, juvenile correctional facilities,
jaila, and priscne. Under CRIPA, the Department has investigated
conditionse in some 250 institutions across the nation based [HTala]
allegzations of widezpread abuze, neqglect, and ctbher dire and
unlawful condltions. &s you note in your report, the Department
has repeatedly found seriously deficient conditions in public
facilitiss cercifised bo participatese in Medicaid as intermsdisca
care facilities for people with mental retardation |ICEFs/MR) .
These conditione have reeulted in death, significant inijury, and
physical deterioration. The Department has been ingtrumental
cver tha vears in remedying these harmful conditions and
inadequats care and treatment in ICFs/MR aa well as athar
facllitie=z, including nursing komes and juvenile and adultc
corrvectional facilitiea, in which a growing number of people with
developmental disabilities are instituticonalized and are
suffering similar abuse and neglect.
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- 2.

Federal, state, and | ocal governnents nust be vigilant in
identifying deficient conditions that exist in public facilities
and equally vigilant in ensuring that they are corrected. This
effort nust be a shared governnental responsibility in order to
put an end to continui ng abuse and ot her serious violations of
basic rights. Under CRIPA the Departnent attenpts to work
cooperatively with state and | ocal governnments to address these
problems. This approach has resulted in voluntary correction of
deficient conditions in approxinmately half of the facilities where
the Departnment has found violations during a CRIPA investigation.
In the vast majority of other facilities where a CR PA
investigation has identified systemc violations of residents'
rights, the Departnment has entered into a court supervised
agreenent with the state or local jurisdiction to ensure that
necessary corrective action is taken.

As your report indicates, the Department has traditionally
identified a greater nunber of serious deficiencies through its
CRI PA investigations of |CFs/ MR than state agencies have
identified in such facilities through their Medicaid surveys.

Mor eover, as you point out, enforcenent actions taken by state
agenci es have not been sufficient to ensure that the deficiencies
are corrected and do not recur. These failures to identify and
address problens on a state | evel have contributed to the need for
CRI PA enforcenent action by the Departnent in a nunber of |arge
public facilities for people wth devel opmental disabilities.
Because | egal action under CRIPAis a vehicle of |last resort, we
agree that a greater effort nust be placed on ot her avenues of
gover nnment al oversi ght.

The Department will continue its strong program under CR PA
to protect the rights of all persons who live in publi
facilities, including those with nental retardation and ot her
devel opnent al disabilities. Your report focuses attention on
critical issues about inproving other areas of governnental
oversi ght of services for people with devel opnental disabilities
that nmust be addressed. W& believe your identification of
under| yi ng probl ens and needed solutions is a significant
contribution to a resolution of these inportant issues.

. Sincersiy,
o (\'_'_ e
5 o
| C
: q}dafk"rh-x

S el
“Deval L. Patrick®
Asslstant Attormey General
Civil Rights Davision
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Bruce D. Layton, Assistant Director, (202) 512-6837
GAO Contacts Eric R. Anderson, Senior Evauator, (202) 512-7129

Staff In addition to those named above, the following team members made
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communications analyst; George Bogart, attorney-advisor; and Leigh
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